DOCUMENT RESUME 



ED 390 601 



RC 020 385 



AUTHOR 

TITLE 

PUB DATE 
NOTE 



PUB TYPE 

EDRS PRICE 
DESCRIPTORS 

IDENTIFIERS 



Gething, Lindsay; And Others 

Needs Analysis of People with a Disability Living in 
Remote and Rural Areas of NSW. 

Jul 9A 

6p.; In: Issues Affecting Rural Communi t i es . 
Proceedings of an International Conference Held by 
the Rural Education Research and Development Centre 
(Townsville, Queensland, Australia, July 10-15, 

1994) ; see RC 020 376. 

Reports “ Research /Technical (143) — 
Speeches/Conference Papers (150) 

MFOl/PCOl Plus Postage. 

At t i tudes ; Community Services; Delivery Systems ; 

*Di s abilities; Foreign Count r i es ; '“Geographic 
Isolation; ''Needs Assessment; Rural Areas; ''Rural 
Populat i on 

Attitudes toward Disabled; ''Australia (New South 
Wales); *Service Delivery Assessment 



ABSTRACT 

This paper examines the unmet service needs and 
problems of persons with disabilities in rural and remote regions of 
New South Wales (Australia). Data were collected through 
consultations with disabled persons, families, and service providers 
in Sydney and four rural areas; a literature review; compilation of 
an in-depth inventory of service resources and usage; and analysis of 
statistical data. Among the findings, major themes focused on: (1) 

great distances to be covered and generally limited public 
transportation infrastructure; (2) social isolation of disabled 
people and their families; (3) negative encounters between clients 
and service providers, the insensitivity of urban-based organizations 
to the needs of rural people, and lack of adequate support or 
recognition from organizations to their service providers; (4) need 
for consumer involvement and flexibility in service provision in 
order to tailor services to the individual and the environment; (5) 
need for greater coordination among service providers; (6) consumer 
preference for locally based services; (7) problems in recruitment 
and retention of professionals in rural areas; (8) need to raise the 
awareness o f s erv ice pr ov i der s and the commun i t y about disabi lities 
and related issues; (9) difficulties in obtaining timely information 
on disabilities for both disabled persons and professionals; and (10) 
the special needs and interests of disabled persons who are doubly 
disadvantaged by being women, of non-English-speaking backgrounds, or 
of Aboriginal and Torres Strait Island backgrounds. Strategies are 
suggested to meet needs in each of these areas. Contains 29 
references . (SV) 



V:************ ******* ************************** ******* * * ************* 

'“ Reproductions supplied by EDRS are the best that can be made * 

from the original document . " 

* * * * * * * * * * * * * * * * *' * *' * * * ‘A* * *' * ‘A* * * * * ‘A *' * ' ' * ‘A* * *' * * * * *A* *' * * V? V? Vc * * V? * */? ** *A' * ** * * * * Vc * * * * * * * 



ED 390 60 



NEEDS ANALYSIS OF PEOPLE WITH A DISABILITY LIVING IN REMOTE 

AND RURAL AREAS OF NSW 

LINDSAY GETHING, TRACEY POYNTER, GLENN REDMAYNE AND FELICITY REYNOLDS - 



BEST COPY AVAILABLE 



l\ 

r - 

\ 






U S OCPARTMtNT OF EDUCATION 

< '«K f O' t rtu» tnd (fT'Or'.WBmenl 

I nur.ATiONAL Rl SOURCE s INF ORMATlON 
CENTE P iEPiC) 

\ has tx**?'' f®u'oduc«o as 

nneiwefl •'o't' iha pa'so'' o' ofQ8'''rH'«'' 
ongioahog •{ 

[' M'«0* (h»r^g^*^ na*e Ln*er' u> 

apfoOof t>or» quality 

• I- '•» » •' sia*«*M <' •'"s .1 

'-I ''<• rssa'-'y •#*i>«*sr''< a 

< \[ M> J» IK'l - * 



•PERMISSION TO REPRODUCE THIS 
MATERIAL HAS BEEN GRANTED BY 

. D Me Swan 



to THE EDUCATIONAL RESOURCES 
INFORMATION CENTER (ERIC) 



"" b 

ERIC 



AUSTRALIA 



S 8 £ 0 












NEEDS ANALYSIS OF PEOPLE WITH A DISABILITY LIVING IN REMOTE 

AND RURAL AREAS OF NSW 

Lindsay Gelhing, Tracey Poynter, Glenn Redmayne and Felicity Reynolds — Aasiralia 

ABSTRACT 

Ihe amis of the project were lo: Uxaie jxople with disabiliues living in remote and airal areas of NSW, to identify their needs with regard to service 
provision, and to develop innovative strategies which address unmet needs. 

Ihb pajHT provides an overv'iew of the project Ihose interested in obtaining further infonnaiion are referred to the document entitled; “Across the 
Hivide Solutions Pistance. Diversity and Disability”. This diKUment is published in two volumes. Volume I looks at general issues ansing (or people 
with disabilities living in remoie and niral areas. Volume 1 1 focuses on issues arising for Abonginal jieople with disabilities living in remote and rural 
areas 

fo the researchers' knowledge this is the first time that information of this breadth has been used as the basis for making recommendations about 
services for peopie wuti .Usabilities in remote and rural areas of Australta This methodology provided access to sysiemaiically-collecied infomiation 
w'hich rarely has been available for decision makers. 1 he project gathered and integrated information about service provision from a wide range of 
sources to draw a picture taken from many perspectives including those of people with disabilities, carers, families, service providers and 
repmsentatives of jxak disability organisations; analysis of statistics and usage rates; and collation of published literature and other information. The 
project produced a set of recommendations or action onented strategies designed to improve seauce provision. Many of these strategies arc resource 
neutral, some require funding. Some already may be on the agenda of government departments or disability organisations, others involve 
reconcept uahsat ion and the iniplemeniation of different models of service provision from those used in urban environments. Many of the issues 
which are important for people with disabilities living in remote ami rural areas are also relevant for pcopfe with disabilities in general (whether they 
live in urban, remote or mral locations) and {xople in general (with and without disability) living in remote and rural kKations. Any attempt to 
isolate those issues specific to the target group would have produced an unrealistic piciure of needs and issues. Thus, much of the maienal emanating 
from the project has implications which c.xtend beyond the target group for this particular investigation. 



PfULOSOPHICAL FRAMEWORK 

The project was conducted within the following philosophical 

framework: 

• ‘Customer locus*; people with disabilities arc individuals and 
services must have an individual focus rather than stereotyping 
people and assuming that because they have a disability they 
have the same needs, interests and abilities. 

• Services (both generic and disability-specific) should assist 
people with disabilities m achieving empowerment, 
independence, quality of life and access to facilities. 

• People with disabilities should play an active and equal role in 
planning and iniplenicniation of services (on an individual 
level, as members of committees and as employees). 

• Mosi peopie with disabilities aie not ill or sick, therefore 
models of service provision and organisations which are 
responsible for providing services should focus on 'wellness' 
and well peopie. 

• Regions and areas arc different, and ser\'ice provision must he 
flexible to take into account geographic, social and economic 
variation. In particular it is iniporiani to remember that remoie 
and rural areas are not the same, although they do share some 
common features which distinguish them from urban 
environ nieiils 

MEniODOLOGY 

The following conclusions were derived from a data collection 

which wiis designed to lake into account several perspeelivcs 

(a) Consultations with people with disabilities, families and 
ser\'ice providers which were held in Sydney with peak and 
key organisations and through field trips lo four selected 
areas of NSW. (Three field trips looked at issues arising for 
people with disabilities in remote and rural areas in general, 
while the fourth focused on issues for Aboriginal and Torres 
Strait Island people with disabilities) A large number of 
people with disabilities, service providers and peak disability 
groups weie consulted during the research process Their 
views, experiences and infomiation about services in remote 
and rural areas provide an invaluable perspective 

A hleralure review which ineorporaied AusiralMii and 
overseas material. 

Compilation of an mdepth resource and usage iiiveiilory 
which descrihes services throughout NSW and an indeplh 
description of the service environnienl in one major rural 
and remote region of NSW 

Analysis of stansiit al and other inforrrulion ^ 



RESULTS 

Living in a remoie and rural area has many advantages. These 
include clean air, open spaces and (in many areas) a strong sease 
of community and mutual respect. However there can be 
disadvantages. 

The overriding themes emerging from this project were that major 
issues to be addressed in regard to service provision relate to 
transport, distance, isolation, consumer involvement, the nature of 
service provision (flexibility, coordination, location and the nature 
of w'ork for service providers), community and serv'ice provider 
education, and patterns of communication. These themes are 
summarised below: 

Di.sfcmce. Greater distances to be covered and generally liniited 
public transport infrastructure require a flexible approach to be 
taken to improving services. The issue is not just a matter of 
distance, but also of limited infrastructure available lo transport 
people al reasonable cost across both large and short distances and 
of high costs associated with using a car as the major form of 
transport. For example, most public transport in remoie and rural 
areas (when it is available) is inaccessible for people who use a 
wheelchair or who have mobility restrictions Only a few of the 
larger regional centres have wheelchair-accessible taxis. Problems 
associated with distance occur for people with disabilities, carers, 
service providers and agencies. These issues which arise for all 
people living outside major cities, are compounded for people with 
disabilities. Strategies emanating from the project suggest a model 
of serv'ice provision which is designed to suit the needs of people 
with disabilities in country environments and which addresses the 
higher costs associated with transport of individuals, goods and 
serv'ices 

‘It is going to be difficult to access post-school training for my 
child if we can't arrange transport to gel her lo it " (Parent of a 
child with a disability) 

Isulatidn. Isolation is an accepted pan of the chosen lifestyle for 
most country people. It reflects not only geographic, but also 
social, cultural and family factors. The nature of remoie and rural 
living is isolating in itself, however disability should not heighten 
isolation. Isolation and disability often contribute to feelings of 
(oiieliness and severely inipinge on people's abilities to politicise 
the issues concerning them and lo lobby decision makers. People 
with disabilities living in remote areas have limited opportunities 
to meet in groups and lo join gatherings. Those in rural centres 
have more opportunity, hut problems associated with physical 
access and transport often prevent such meetings. The 
infr.isiruciiire of ninny rural towns inhibits participation for people 
with disabilities. This results in segregation, hampered social 
development and continued eniienehment of the belief that fx*oplc 
with and without disabilities are diflereni. Distance from serv'ices 
raises many issues in regard lo oliiaining services, respite care. 
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support ,ind access lo facilities Issues include overtomint; the 
effects of isolation, providing assistance to families who iut as 
carers and for providing services for Aboriginal people who live in 
isolated communities. 

Service provision. This issue generated the widest range of 
comments during consultations and field trips. In many cases 
views were expressed with some forcefulness and emotion. It w:\s 
clear that |)eople with disabilities, families and carers could report 
many negative encounters with services. In addition, many serv'ice 
providers reported that they were working under difficult 
conditions and often felt that they did not obtain adequate supjxirt 
or recognition from their organisations. Many agencies and 
organisations had given very little thought to the appropriateness 
of their services within remote and rural areas. Some provided no 
services, expecting clients to come to Sydney. Other agencies were 
aware of deficits but had little idea of how to addriiss them Many 
organisations were not fully aw'are of the needs of people -vith 
disabilities living in remote and rural areas and had few statistics 
about their client populations or about the population diversity 
within their catchment areas. While organisations wcie aware that 
people with disabilities were experiencing problems, organisations 
were unable to indicate the extent of the problem or specific 
concerns of these clients. Issues concerning Aboriginal and NESB 
people with disabilities were largely undocumented and 
organisations had limited contact with these groups. However 
organisations strongly believed that attention shouUl be dire».ted 
lo-vvarcls ensunn^ ihat ihcse people were not excluded from service 
provision. 

Consumer inwlvemcnt. From consultations it became apparent that 
people with disabilities are frequently not consulted about the 
services provided for them. Many people believe this has resulted 
in wastage of resources and in services which are not tailored to 

the needs of residents of remote and rural areas. Flexibility A 

major theme arising from the project is the need for flexihility in 
service provision. Services must he tailored to the individual and to 
the environment: strategies which may work in the city may not 
necessarily be effective in remote and rural areas. Many agencies 
have yet to recognise this. 

GuirdimKiun Greater coordination between serv’ices is lequireil to 
achieve more effective use of resources, reduce duplication 
between services and reduce tlie number of gaps in service 
provision in remote and rural areas. Strategies are provided for 
enhancing coordination between services and between service 
providers 

"Tve know’ll people lo fall between services and so are unable 
to access anything. For example, a man in my caseload with a 
mental illness is not eligible to access disability employment 
support services." (Service provider, Dubbo) 

l.ocution 0 / services Consumers expresseti a clear preference for 
provision of services locally. For many reasons, local service 
provision is perceived as more effective and satisfactory for the 
elicnt. These re.asons include reducing disruption, distress and 
discomfort ;issoeiateti with travel and difficulty in obtaining regular 
access to services and to follow-up visits 

Service providers. The project revealed that it is difficult to attract 
professionals to work in the country and that turn-over rates are 
high. Many service providers stated they were working under very 
difficult conditions and that they did not obtain adequate support 
or recognition from their organisations. Coleman (1987) notes the 
need to develop career paths for rural workers and to develop 
networks between staff working in different organisations Service 
providers in remote and rural areas have to be all things to all 
petmle, they feel iscvlatcd and lack |vcer support and backup. The 
more remote the worker, the more likely that s/he will be required 
to manage a diverse case load. Specialists have been reluctant to 
establish themselves m rural settings (Fanning, 1903). McKenzie 
(1992) notes that a strong growth in service industry professions, 
combined with introduction of standards have icsultcd in a 
denigration of nonprofcvional staff and an associated reduction in 
their numbers, even where professional staff arc not available In 
addition, features of rural employment such as lack of peer 
Mipp<^rt. gender role conflict, blurring ol roles, lack of close 
proximity io cMlier service provuleis and unrealistic expectaiu'iis 



often result in stress, burnout, high staff turnover rates and lack of 
continuity between workers. Many professionals return to the city 
as soon as they are able to obt,un a position. According to Fanning 
(1993), burn-out is common in remote and rural areas Strategies 
arc presented which arc designed to enhance aiiraciiveness of 
employment in remote and rural areas to attract and retain high 
quality staff. These strategies are designed to enhance career 
op|X>riuniiies, provide status and financial incentives and improve 
the quality of work life. 



Disability awareness education. Evidence from a wide range of 
sources suggests an urgent need for disability awareness education 
for service providers and for members of the wider community 
Auiiudes and beliefs act as major barriers to implemeniaiion of 



recent legislation It was reported during consultations that numy 
personnel in generic services were not willing to work with people 
with disabilirics and considerable fear still existed within the 
community about issues associated with disability. Many people 
seem to believe that it is not their responsibility and that they arc 
not trained to attend to diems with disabilities. Furthermore, 
many workers come lo an area with inappropriate values and 
attempt to impose these on to others These attitudes and valuer 
were acquired during education and city practice and often do not 
,^pply in remote locations. It was also reported that medical staff 
were often ignorant about disabilities, resulting in major problems 
with diagnosis and in accessing services. Doctors and other 
medical professionals often do not have up-to-date information. 
There were many claims of lack of skills in identif>ing symptoms, 
especially for intellectual disability. This lack hindered 
commencement of early interv'cntion programs for clients. It was 
also reported that nuny doctors and medical professionals did not 
know what disability services were available in their local areas As 
medical personnel arc often the first and only contact a person hiLs 
with the health system, they must take the responsibility to refer 
in nnnmnriatc services. 



“I don’t think Home Care workers are trained to work with 
people who arc severely disabled. They often won t service 
these people. I’ve felt guilty about requesting a service because 
1 was told that someone else (an old person) was missing out 
on their shower so my adult child could receive a service. 
(Parent, Dubbo) 



The community's awareness of issues associated with disability was 
frequently raised as a concern. Parents and carers believed the 
general public was not aware of issues and was not taught about 
people with disabilities nor about the nature and scope of 
disabilities. Many country centres have been the base for ‘cradle to 
grave’ institutions which have taken responsibility for the care ol 
people with disabilities. As a result, people with disabilities in 
many country communities have been segregated from the rest c\ 
the population and there has been little opportunity for people 
with and without disability to get to know each other or to break 
down negative attitudes and myths about disability. High levels o 
fear and discomfort still exist in most areas, as does prejudice and 
discrimination. Wide acceptance exists in many places for old 
models of service provision w'hich are no longer regarded as 
appropriate elsewhere and which recent legislation is designed to 
change. 

in/ormaaon alwut services and pro/essional education. Many people 
with disabilities and service providers report difficulty in obtaining 
up-to-date information Consumers commented that some service 
providers seemed poorly informed about disability issues 
‘.'iratcgies are proposed to provide up-to-date information lor 
personnel working in remote and rural areas and for preparing 
professionals during preregistration education for working in 
remote and rural are;is One proposed strategy involves extending 
computer networks ami disability data hasc-s This technology also 
could be used by people with disabilities 



Cc'mpulcr nctworfis and cummunicaaons tfchnologv. Australia has a 
history of using technology to overcome the tyranny ol distance. 
Stntcgies are suggested which build on existing technology and 
ler^ices to atldress issues such as Lsolation, dilficulty in networking 
betwe-en people with disabilities and service providers and 
difficulty in obtaining access to up-to-date information 



4 



W.W iruc»nuiiunui uunjcrtftct vn tv**, w** 






The above ihemes over-ride all others impinging on service needs 
associated with; access to community life and its resources; 
protection of rights; carers and respite care* accommodation; 
employment, education; loneliness; politicising of issues, and 
av.iilability of aids, equipment and appliances. 

Particular attention was given in the project to three groups of 
people who experience double disadvantage: people with 
disaliilities who are women, of non English-speaking backgrounds 
and are of Aboriginal and Torres Strait Island backgrounds. The 
study recognised the special needs and interests of these groups, 
whilst acknowledging individuality and the wide range of diversity 
within each group. 

Women Cooper (1993) argues that women with disabilities are not 
well protected thiough legislation in Australia. She argues that the 
Affirmative Action .Act (I98b). Sex Discrimination Act (5DA) 
(1984) and the Disability Discrimination Act (DDA) (1992) have 
nixiny loopholes and exemptions which weaken their potency. The 
Australian Bureau of Statistics (1988) revealed that women with 
disabilities arc more often institutionalised, less likely to work for 
money, less iikely to own a house, and less likely to receive 
requested personal care and household assistance than equivalent 
nules (Cooper. 1993) Issues for women with disabilities include 
isolation, low self esteem, reduced employment and other 
opportunities. These issues are compounded in remote and rural 
areiis where only two options may be available for long-term care 
family or institution. This situation places considerable pressure on 
the family to assume the role of primarv' care giver, despite the 
impact on lifestyle that this role imposes. Innovative programs are 
required which are creative and flexible in filling ser\'ice gaps and 
which address issues associated with isolation, limited availability 
of service providers and supports. The whole family should be 
considered in design of rehabilitation and therapy programs 
Hc'>w'cver. especially in the country it is a fact of life that women 
are responsible for most of the caregiving. Therefore, special 
consideration is required to the needs of these women who. 
particularly in remote areas have caring responsibilities which are 
over and above an already demanding daily routine 

■'1 have an adult daughter who has severe brain injury and is 
extremely disabled. She is partially mobile and I have to care 
for all her needs. There are no services for her. What will 
happen to her when 1 die? (Parent, Dubbo) 

People of non English-speaking backgrounds. To date, these people 
have largely been neglected in regard to policy for sersicc 
provision in remote and rural areas Human Rights Commissioner, 
Irene Moss (1993) noted that a Census of Disability Services 
undertaken in 1992 revealed that people of non English-speaking 
backgrounds were under-represented as users of mainstream 
services available for all people with disabilities (including 
vocational therapy, diversional therapy, training centres, nursing 
hemes, residential and holiday accommodation, rehabilitation 
services and recreational centres) They experience difficulties in 
accessing services and in communicating with scr\'icc providers. 
Such difficulties are compounded by having a disability (Ariotii, 
1990). The sparse density of populations of NESB people outside 
niiijor areas suggests that different models of service provision are 
appropriate Attention should also be given to members of the deaf 
comniuniiy who speak AUSLAN as w^ell as hearing people who 
speak other than English as the preferred language at home. 

Pe(»plc of Abungmal and Torres Strait Island backj^rounds. Very little 
reference maieri.d is available about the numbers of Aboriginal 
people with disabilities (McDougall, 1993) Results published to 
date from the 1988 Survey of Disability and Ageing conducted by 
the Australian Bureau of Statistics do not include Aboriginality 
This information from the 1993 Survey of Disability, Ageing and 
Carers is not yet published. Most information is gathered by word 
o( mouth by health care workers (Bostot.k, 1991). Thus, trying to 
determine the number of Aboriginal people with disabilities is 
impossible given the current level of iiiloimation. However, a 
number o( factors sug.j;ost (hat the Aboriginal population h.is a 
large percentage ol people with substantial disability. Al'^original 
(xipulations cx[)eriencc a range of aeute and chronic diseases not 
generally seen m other Australian populations (Rose. 1993). These 
I el led the geogiaphic, occupational, social and economic contexts 



in which people live. Service provision for Aboriginal people has 
become a highly political and visible issue over the last few years. 

A great deal has been said about Aboriginal social and health status 
indicators and about the inadequacy of service provision for these 
people. Government organisations arc beginning to develop policy 
and to implement strategies for addressing the severe disadvantage 
resulting from culturally-inappropriaie services which have existed 
for many years However, evidence emerging from this project 
indicates that few policy makers or ser\'ice providers have fully 
come to grips with issues associated with effective service 
provision for Aboriginal peopi-: with disabilities (Tipper 6ar Dovey, 

1991). Issues in this area are highly complex and suggest that, if 
effective services arc to be achieved, service providers must step • 

aside from their long-held practices and orientations to take an j 

open and innovative approach to planning and implementation | 

(Eckermaiin et al, 1992T 

I 

Recent legislation demands marked changes in semce provision ! 

for people with disabilities. Such legislation has provided the 
contextual framework for this document. Many of the strategies 
developed in this project will benefit people with disabilities in 
general, but it is essential that features of living in a remote or rural \ 

area a» : taken into account in planning and implementing new ; 

services. The issues emerging from this project are highly complex 
and niulti-dimcnsional. They do not readily lend themselves to 
simple solutions or to a step-by-step strategy for addressing needs. 

I 
I 

This repon is built upon the contributions of many people. The 
researchers sincerely thank those people for their willingness to j 

speak honestly and openly. We are indebted to the enthusiastic 
and untiring assistance and advice provided by the many j 

organisations and people. In particular, w'e thank the communities | 

of Tumut, Wagga Wagga. Dubbo. Grafton. Lismorc and the Moree ; 

district including the Toomelah settlement. Special thanks go to j 
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